Fibromyalgia (FM) is a chronic disorder characterized by widespread pain, which can limit patients' physical function and daily activities. FM can be challenging to treat, and the treatment approach could benefit from a greater understanding of patients' perspectives on their condition and their care. Patients with FM participated in an online survey conducted in the USA that sought to identify the symptoms that had the greatest impact on patients' daily lives. The purpose of the survey was to facilitate efforts toward improving care of patients by nurse practitioners, primary care providers, and specialists, in addition to contributing to the development of new outcome measures in both clinical trials and general practice. A total of 1,228 patients with FM completed the survey, responding to specific questions pertaining to symptoms, impact of symptoms, management of FM, and the relationship with health care providers. Chronic pain was identified as the key FM symptom, affecting personal and professional relationships, and restricting physical activity, work, and social commitments. Patients felt that the severity of their condition was underestimated by family, friends, and health care providers. The results of this survey highlight the need for nurse practitioners, primary care providers, and specialists to provide understanding and support to patients as they work together to enable effective diagnosis and management of FM.
Introduction
Fibromyalgia (FM), a multifactorial disease that predominantly affects women, is characterized by widespread pain and associated with a range of symptoms, including sleep disturbance, fatigue, and headache. 1, 2 Onset of symptoms is typically in the age range of 30-40 years, and often results in limitations in physical function and daily activities, severely impacting patients' quality of life. 3, 4 FM affects between 2% and 6% of the US adult population and is associated with a significant economic burden on health care systems, patients with FM, and their families. [5] [6] [7] The lack of widespread understanding of FM symptoms, coupled with an overlap of these symptoms with other conditions such as chronic fatigue syndrome, depression, anxiety, and irritable bowel syndrome, means that FM can be challenging to diagnose and treat. 8, 9 A recent survey reported that the mean time between a patient initially experiencing symptoms of FM and the first visit to a physician was 11 months, with a mean time from first visit to diagnosis of FM of 2 years. 10 Many primary care practices do not require specialized training in FM and are underprepared to fully address the needs of patients with FM. In some cases, diagnosis of FM can take up to 5 years, significantly extending patient contact time with health Nursing: Research and Reviews 2015:5 submit your manuscript | www.dovepress.com Dovepress Dovepress 110 golden et al care providers (HCPs) and placing an emotional and financial burden on patients. 8 A large proportion of physicians report that patients with FM appear to find it difficult to communicate their symptoms. 11 Moreover, some physicians state difficulty in developing a long-term treatment plan for patients with FM, mainly owing to a reported lack of awareness and understanding of the condition. 10 The absence of a consensus on diagnosis and treatment approaches among physicians can result in misdiagnosis and under-treatment in the management of patients with FM, and adds to the significant economic burden for health care systems and patients. 11 At the same time, this negatively impacts the credibility of FM as a "real" disorder with an underlying pathological basis of dysfunctional pain processing in the central nervous system. 12 Patient education following diagnosis is the first key step toward management of FM in order to provide reassurance and validation of the cause of symptoms, and can improve patients' outlook and wellbeing. 13 Patients take confidence from physicians' support, as together they can establish realistic expectations on coping with FM, along with discussing treatment options and their long-term prognosis. 14 Patient self-report via questionnaires may be used to gain an insight into the impact of FM, and may act as a precursor to defining optimal outcome measures in clinical trials. 15 Thus far, only a small number of surveys have measured patient perspectives on living with FM. 3, 10, 16 The results of these surveys, together with insights shared by patients and their HCPs, suggest that of the symptoms experienced by patients with FM, pain can have the greatest impact on daily life. Moreover, there continues to be a perceived stigma associated with FM, potentially due to the lack of a physiological basis of the condition. 3, 17 A greater awareness of how this perceived stigma impacts patients may help to dispel it.
Here, we report findings from the Functioning with Fibro survey, the goal of which was to document patients' perspectives on living with FM and to better understand the impact of pain on their overall quality of life. The results presented here provide an overview of FM patients' abilities to perform daily tasks, take part in physical activities, as well as the impact of FM-associated pain on personal and professional relationships. The support that patients with FM receive from personal and professional networks was also assessed. Insights from the findings of this study may benefit nurse practitioners (NPs), physician assistants, primary care providers (PCPs), and specialists as they work with FM patients to help them better understand and manage their pain and other symptoms.
Methods

Survey design
The Functioning with Fibro survey was a noninterventional survey of patients with FM, conducted from August 9 to 23, 2013, by Kelton Global, and designed and carried out in the USA in collaboration with the National Fibromyalgia and Chronic Pain Association and the American Association of Nurse Practitioners. The participants provided consent and approval for the use of their data by third parties prior to undertaking an online survey. This study was conducted in accordance with the Declaration of Helsinki and adhered to the US Code of Standards and Ethics for Market, Opinion, and Social Research. Participation was encouraged without undue intrusion with the privacy and confidentiality of participants protected. Patients were compensated, up to a maximum of US$3, for taking part in the survey.
Participants were recruited by Kelton Global via Survey Sampling International (SSI), LLC, which is a market research sample provider. The participants in SSI's web panel were recruited from different regions of the USA, following Internet newsletter campaigns, registration with panel partners, as well as by affiliate and media networks. The demographic information of the participants was pooled prior to sampling to ensure consistency and even distribution of the sample population.
In order to qualify, patients had to self-report that they were diagnosed with FM by an HCP. The 23,706 patients randomly selected from SSI's database were sent email invitations with a link to the survey. The 1,936 respondents to the email invitations were further asked a screener question to confirm their FM diagnosis by an HCP, in addition to diagnosis of any comorbid disorders. A total of 708 patients were terminated from the survey because of the inability to fulfill the inclusion criteria. The remaining 1,228 patients completed the survey and were included in this analysis.
Survey questions
The survey questionnaire consisted of 57 items and included sections on demographics, FM diagnosis, symptoms, the impact of FM on activities of daily living, personal and professional relationships, and questions relating to treatment and symptom management. The survey used five-point Likert scales (eg, 1= no impact at all to 5= extreme impact; 1= not at all helpful to 5= extremely helpful; 1= not at all to 5= an extremely significant amount; 1= much more severe to 5= much better; 1= not at all important to 5= extremely important; and 1= no understanding at all to 5= extremely understanding). Participants were asked to rate their FMrelated pain on a typical day using a numeric rating scale (range 1-10, where 1= no pain at all and 10= worst possible Nursing: Research and Reviews 2015:5 submit your manuscript | www.dovepress.com
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Functioning with fibro survey pain). An agreement scale (range 1-4, where 1= strongly agree and 4= strongly disagree) was also used.
Data analysis
A small-scale test survey including ∼100 participants was conducted before the full launch to ensure the viability of the responses to the survey questionnaire. The responses collected from the small-scale test survey were included in the final data set. The number of patients who completed the survey was estimated to provide 95% confidence of a margin of error of no .2.8% points in any response. Data were summarized descriptively with proportions, and mean and median scores were calculated.
Results
Demographic characteristics
A total of 1,228 patients with FM (aged $18 years) from each region of the USA (Northeast: 19%, Midwest: 26%, South: 35%, and West: 21%) completed the online survey. Their mean age was 50.7 years, and the majority were female (85%). Overall, 746 (61%) were married or in a serious relationship, and 409 (33%) were employed in some capacity ( Table 1 ). The most common patient-reported comorbid disorders were arthritis (57%) and depression (53%) ( Table 2 ).
Patients' perspectives on FM and impact on daily activities and relationships
Participants were asked to state the level of impact of 17 common FM symptoms on their daily activities. The largest proportion of patients reported fatigue/low energy (77%) and chronic widespread pain (75%) as having a great impact (score of 4 or 5 on the five-point Likert scale, where 1= no impact at all and 5= extreme impact) on their day-to-day lives ( Figure 1) .
When asked to state the one symptom that had the greatest impact on their day-to-day lives, 41% of patients selected chronic widespread pain. The next most common responses were fatigue/low energy (19%) and disturbed sleep/insomnia (8%). When asked how much (if at all) FM pain limited their ability to carry out daily activities, the majority (55%) of patients stated that they were limited by a somewhat significant to an extremely significant amount (ie, by 51%-100%). When asked about the level of impact of FM-associated pain on reducing the ability to perform a list of specific daily activities, .70% of patients reported a severe impact (score of 4 or 5 on the five-point Likert scale, where 1 = no impact at all and 5 = extreme impact) on their ability to participate in a leisurely physical activity, as well as their ability to sleep ( Figure 2 ).
Male patients were not more likely than female patients to report a severe impact of FM-related pain on daily activities. However, a higher proportion of female patients reported being inactive as a result of FM-related pain (38% [399/1,045] vs 26% [47/183] of males). FM pain was reported to have negatively impacted romantic relationships of the majority (55%) of patients. Of these, 68% (457/676) indicated that pain had forced them to limit physical intimacy with their partners. Of all patients, many also felt that FM pain had negatively impacted friendships and social relationships (54%), as well as family relationships (48%), which included relationships with children, grandchildren, or siblings.
Of those patients who were employed, 50% (205/409) had missed $1 day of work in the 12 months prior to the survey as a result of FM pain, with an estimated mean (median) 32.2 (8) total days missed.
Patient awareness and management of FM pain
A total of 57% of patients reported that they currently had a good understanding of treatment and management strategies when asked about the ways in which they managed and sought treatment for FM symptoms. However, the proportion of patients with a good understanding of the available pain treatment strategies upon being initially diagnosed was much lower (33%). The majority (75%) of patients were using at least one medication to treat their FM symptoms, of which the proportion of males was higher than females (86% [157/183] vs 73% [766/1,045]). A higher proportion of patients who had never been on medication or were not taking medication at the time of the survey rated their pain as "severe" (8-10 on the survey pain rating scale), as compared with those who were currently on medication (33% vs 5%, respectively). Mean (median) pain scores were 4.9 (5) for patients on medication and 7.1 (7) for patients not taking medication.
While many patients (61% [752/1,228]) were not satisfied with the level of pain relief following treatment and lifestyle changes, most patients (72%) believed that the combination Nursing: Research and Reviews 2015:5 submit your manuscript | www.dovepress.com
Dovepress
113
Functioning with fibro survey of both medication and lifestyle changes (as opposed to either alone) would best contribute to an improvement in quality of life and reduction of FM-associated pain. The majority (97%) of patients had followed at least one lifestyle strategy or plan in an attempt to improve their ability to cope with FM pain. The most commonly employed strategies were to minimize stress (68%), use vitamins or supplements (63%), and set limits such as taking on fewer commitments (55%). Many patients (64%) also engaged in some form of physical exercise (eg, swimming and walking) for $30 minutes at least once per week. Of those patients who engaged in any form of physical exercise, 26% (203/782) reported an improvement in their pain/symptoms, whereas 41% (321/782) reported worsening of FM symptoms following exercise.
Relationship between patients and HCPs/personal support network
In order to manage their condition, 45% of patients consulted a PCP (including family doctor, internist, or obstetrician/ gynecologist) more often than any other single source. Other common sources of support included rheumatologists (16%) and pain management specialists (13%), while only 5% of patients reported having consulted an NP most often for their condition. Overall, 64% of patients stated that pain management was the most commonly discussed topic with their HCPs (including PCPs, NPs, PAs, and specialists). Despite this, only 34% of patients believed that their relationship with their HCPs had improved their management of FM, so that they were able to better manage pain associated with FM as a result. When asked to identify those who were very helpful in influencing their understanding of identifying symptoms, finding support, and managing the condition, 61% identified their HCPs, 45% identified friends who have FM, and 40% identified their family. Of the HCPs visited for their condition, 40% of patients stated that rheumatologists best understood their pain compared with 11% who felt that NPs did. The majority of patients set personal goals for improving their FM, either by themselves or together with their HCPs. Of the patients who tracked their progress in reaching their FM goals, 32% (344/1,076) discussed their goals For most patients, it was very important that individuals around them, including family members, coworkers, and their HCPs, understood what they were experiencing with FM pain. However, a lower proportion of patients felt that individuals supporting them had a very good understanding of their current experiences with FM pain (Figure 3 ). Of those patients who experienced days with more pronounced symptoms ("flare-up" days), 44% (531/1,207) felt that their family and friends did not take their pain seriously and thought that they were overreacting.
Discussion
This survey demonstrates that FM imparts a significant burden on patients and negatively impacts their day-to-day activities and emotional well-being. FM is characterized by multiple symptoms, but here chronic widespread pain and fatigue were reported to be most commonly experienced by patients. Although the issues surrounding FM management may be common to other chronic pain conditions, the impact of these issues may be more pronounced in the case of FM than other pain conditions that have an established etiology and are void of the societal stigma associated with FM. Nursing: Research and Reviews 2015:5 submit your manuscript | www.dovepress.com
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The high prevalence of sleep difficulty symptoms reported by 88% of patients is also noteworthy. Chronic widespread pain was reported by the majority of patients with FM as being disruptive to activities of daily living, with a severe impact on overall quality of life. Although pain is a hallmark symptom of FM, it is currently unclear if the symptoms of non-restorative sleep and fatigue occur secondary to pain or result from other physiological conditions. 18 For the majority of the questions in this survey, there were no notable differences in the responses given by females and males. Female patients were more likely to be inactive as a result of FM-related pain compared to males, and males were more likely to be taking medication for FM symptoms. However, these differences were not large and, given the relatively low number of male participants in the survey (183 vs 1,045 female), may not be broadly generalizable.
While the initial diagnostic criteria published by the American College of Rheumatology had the requirement of a tender point examination to confirm diagnosis, 1 the updated criteria (2010) 19 characterized FM as a pain disorder while considering the impact of comorbid conditions. This study again shows that pain is the key symptom for patients with FM.
However, several studies have reported the lack of recognition of FM symptoms by physicians. 20, 21 This lack of symptom observation in the absence of objective measures for their recognition can negatively impact the timely diagnosis of FM, thereby posing a major hurdle for the effective clinical management of patients. Previous studies have also concluded that physicians find it challenging to diagnose FM due to an overlap of symptoms with other conditions, or because of other commonly experienced comorbid conditions. 11, 22 This fact was highlighted in a recent survey, where only 44% of physicians expressed a willingness to accept patients with FM, with their hesitancy mainly owing to the difficulty in treating an array of symptoms as well as to the emotional impact and stigma that patients face as a result of the condition. 17, 20 Physicians who attributed preexisting risk factors or "stressors", such as physical trauma contributing to FM, 23, 24 were more likely to offer support and treatment to patients with FM than those who regarded FM as a psychological condition, with greater support and treatment more likely to lead to better outcomes for patients. 20 The lack of appropriate training, lack of knowledge of FM, as well as patients' difficulty in communicating their symptoms have been identified by HCPs as factors leading to delayed diagnosis. 11 Providing improved training to HCPs on the available diagnostic criteria as well as efforts to improve HCP-patient dialog may reduce time to FM diagnosis, resulting in streamlining of contact between patients and physicians. This would enable physicians to develop a treatment plan earlier in the course of the disease, and in turn may help reduce disease burden. 6, 20 FM is characterized by the presence of multiple symptoms where outcomes are likely affected by genetic, cognitive, and social factors. A multidisciplinary, personalized treatment approach is therefore advocated, wherein the treatment plan reflects patients' priorities and expectations, level of function, and presence of comorbid conditions. 13, 25, 26 The optimal treatment regimen therefore requires a collaborative effort from the HCP and the patient and should involve patient education, along with a multimodal treatment approach comprising pharmacological and nonpharmacological elements. 27 This survey demonstrates that most patients understand the need for a multimodal approach, with 72% of the patients believing that a combination of medication and lifestyle changes, such as rest, stress reduction, massage, sleep hygiene, mild physical activity, and cognitive behavioral therapy, 13 is required for improvement.
While patients in this survey who were taking prescription medication to treat their FM symptoms did have notably lower pain scores than those who were not, most patients nevertheless indicated that they were not satisfied with the level of pain relief following medication. This further highlights the importance of a treatment approach that addresses the range of FM symptoms. The inclusion of physical activity, such as aerobic exercises, alone, or in combination with other nonpharmacological therapies, can address the long-term management of fatigue and has proven beneficial toward improving function. 27 However, in this survey, patients were more likely to report worsening of symptoms than improvement with exercise (41% vs 26%). This survey did not record the level of activity and managed exercise tailored to the capabilities of the patient may be required to improve function.
Only one third of patients in this study had a good understanding of FM treatment and management strategies at the time of initial diagnosis. Educating the patients about disease pathogenesis, symptoms, treatment, and self-management not only plays a vital role as the initial step toward FM management but, when incorporated into the treatment plan, can also positively impact patients dealing with the condition. 13, 23, 27, 28 Self-management techniques that help with tasks of daily living and lifestyle changes can be adopted through ongoing patient education, and may prove more effective with input from the patient's support group. In this regard, it is unfortunate to observe the extent to which patients in this survey experience isolation from their friends, family, colleagues, and HCPs. Patients in this survey believed that friends and family underestimated their condition and viewed the patients as overreacting. This lack of understanding could stem from the absence of a single set of diagnostic criteria agreed upon by HCPs, or a set of standardized and reliable objective measures of FM symptoms, and can eventually lead to social withdrawal by patients because their condition is deemed not "real" and is often considered psychosomatic. 29 It is notable that the one support group that patients felt understood their condition to a greater extent than was expected/desired was other patients with FM.
A higher proportion of patients in this survey believed that rheumatologists better understood the patients' condition as compared with other specialists or PCPs. In a previous survey of physicians, a higher proportion of rheumatologists were confident in recognizing and differentiating FM symptoms from other conditions than PCPs, pain specialists, and neurologists. 11 FM is often diagnosed as a secondary disorder to primary rheumatic conditions, and this may explain rheumatologists' familiarity with FM. 18, 30 The patient-centered approach toward developing a treatment plan for patients with FM is based on an effective dialog with their HCPs in order to assess the aspects of life most affected, prioritize treatment goals, and track progress. 13 NPs can form an integral part of the treatment team and can not only perform FM diagnosis, but also devise an appropriate treatment regimen based on associated comorbidities and FM severity. 14 It should be noted that as this was an observational study and data were collected from patients actively seeking care, as such the results might not be representative of a broader FM population. In addition, comorbid conditions experienced by patients, such as arthritis or other painful musculoskeletal conditions, could have influenced patients' reporting of clinical outcomes in this study. As mentioned earlier, the survey did not collect information on every aspect of patients' daily lives, eg, the impact of level of activity on their physical function.
Conclusion
The results of this survey identify key symptom domains and their impact on daily life; they also highlight a gap in the level of understanding that patients with FM expect/desire from their support group and the level of understanding patients feel they receive. HCPs should endeavor to more actively consider issues surrounding patients' experience with FM, including the societal stigma associated with the condition that can lead to patient isolation. Ongoing communication between patients with FM and NPs, PCPs, and specialists requires an empathetic approach from the HCP and is the key to developing an effective treatment plan and improving patients' quality of life.
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